Rationale: Information from clinicians about the expected course of the patient's illness is relevant and important for decision-making by surrogates for chronically critically ill patients on mechanical ventilation.
Chronic critical illness is characterized by prolonged and often permanent dependence on mechanical ventilation along with weakness, malnutrition, anasarca, brain dysfunction, neuroendocrine changes, repeated infections, and severe symptom distress (1) . One year mortality is 50-60% (2-4), and survivors typically require custodial care after extended hospitalization (5, 6) . Chronic critical illness also has profound impact on the lives and wellbeing of families, who are burdened by emotional and economic concerns and the strains of caregiving (7) (8) (9) .
Family members are challenged by their frequent role as surrogate decisionmakers for a chronically critically ill loved one. They often lack information about prognosis (8) (9) (10) . Most are unaware of the possibilities for functional and cognitive recovery, future care needs, financial burdens, or alternatives to continuing life support (10) . At the same time, surrogate decision-makers report that it is difficult to hear unfavorable prognostic information (11) . Seeking both candor and optimism, they experience an internal tension between informational and emotional needs (11) .
In this study, we used qualitative analysis to understand and categorize the range of family responses to discussions led by palliative care specialists tasked to focus within a content-guided framework on explaining the nature and prognosis of chronic critical illness. By illuminating these responses, we hoped to inform and improve approaches to clear, sensitive, and supportive communication with surrogate decision-makers for the chronically critically ill.
Methods
This study was conducted in conjunction with a larger multisite randomized clinical trial of an intervention to improve clinician-family communication and decision-making for patients with chronic critical illness (12) . The institutional review board at each study site approved the larger trial and this concurrent qualitative research.
Study Participants
Recruitment for the intervention trial was conducted from December 2010 through October 2014 in medical intensive care units (ICUs) at four hospitals in New York and North Carolina as described elsewhere (12) . Adult patients were eligible if they were mechanically ventilated for 7 or more days and expected by the ICU attending physician neither to be liberated from the ventilator nor die in the next 72 hours (1) . We recruited the patient's primary surrogate decision-maker and any additional decision-makers for the patient. All surrogates provided written consent for their own research participation and for patients lacking capacity, and were randomized to intervention and control groups as described later. Participants in the present qualitative study are a consecutive subsample of intervention group surrogates consenting to audiorecording of meetings (which was optional) from July 2011 through August 2013. Clinicians also provided consent.
Supportive Information Team Intervention
Surrogates in intervention and control groups received a validated brochure addressing key aspects of chronic critical illness (13, 14) . Intervention group surrogates were also scheduled to participate in at least two content-guided meetings where information and emotional support were provided within a goaldirected decision-making framework. These meetings were led by a Supportive Information Team (SIT) composed of a palliative care physician and nurse practitioner, with optional attendance by the ICU attending physician. SIT clinicians were not asked to provide a full palliative care consultation.
The first meeting (SIT-1) occurred within 4 days of enrollment, typically after 10-14 days of mechanical ventilation, an accepted definition of chronic critical illness (1) . The second meeting (SIT-2) was held 10 days after SIT-1, a time by which most patients who are successfully weaned from prolonged mechanical ventilation have achieved ventilator liberation (3). SIT clinicians met formally with the ICU attending physician before each SIT meeting and, using a template-guided process, reviewed the patient's condition, prognosis, and treatment as well as the ICU team's assessment and recommendations. They met again after the meeting to provide feedback. Additional SIT meetings were conducted upon request from family, ICU, or SIT clinicians. SIT meeting protocols reflected best communication practices based on existing evidence, including asking permission before sharing prognostic information (15) (16) (17) . However, SIT clinicians had flexibility to use their clinical judgment to adapt to the needs of individual surrogates. Adherence to the content in the protocol was documented at the end of the meeting by a research assistant in attendance.
Qualitative Analysis
Audio-recorded meetings were transcribed verbatim and analyzed using a grounded theory approach (18 (19, 20) . We then determined frequencies by family (i.e., the patient's primary surrogate and/or any additional decision-makers) and by meeting (SIT-1, SIT-2) for specific types of surrogate responses within this framework.
Results
Of the 74 patients who were eligible during the qualitative study period, consent for audio-recording was provided by 76 intervention group surrogates for 59 patients (80% Table 2 (12) . Table 3 shows the content and implementation of SIT meeting protocols. An illustrative discussion drawn from a SIT-1 meeting transcript is available in the online supplement.
Qualitative analysis identified a repertoire of surrogate responses to information about the patient's illness and prognosis that we grouped into six main categories (Table 4) : (1) receptivity, (2) deflection/rejection, (3) emotion, (4) characterization of patient, (5) consideration of surrogate role, and (6) mobilization of support. Diverse categories were represented in responses of the same surrogate within the same meeting, and responses of some families were dynamic across multiple SIT meetings. Illustrative passages are set forth below and in Tables E1  and E2 in the online supplement.
Receptivity
Although information about the condition and prognosis of chronically critically ill patients in this study was often disquieting, many surrogates seemed open and receptive to this information. Of the 43 families included in this analysis, surrogates in 37 (86%) expressed such receptivity, and passages reflecting receptivity were found in 83% (55 of 66) of SIT meetings. Families and clinicians acknowledged uncertainty about the patient's future course, while also valuing knowledge of prognosis as a basis for informed, patient-focused, decisionmaking. Some surrogates took an active approach, affirmatively seeking answers rather than passively accepting information. For example, the son of a chronically critically ill woman said, I would like . . . to get a better understanding in terms of the stats, you know, if someone was saying, you know, she has a 40% chance or she has a 50% chance. I mean, that . . . I don't know, for some people, it may be . . . but to me, just it would be easier.
Yet many expressed the pain of hearing inauspicious information, even as they pursued it. As a patient's mother said, While clearly acknowledging that the patient's prognosis was poor, some surrogates also signaled their intention to maintain hope for a more favorable outcome. Others who were faced with a patient's impending demise accepted the death as unavoidable, but sought control over timing or circumstances.
Deflection/Rejection
Discussion of unfavorable outcomes was deflected or even rejected by surrogates in 25 families (58%). Some seemed to trust their own judgment in place of the information that was shared. These judgments were based on current observations of the patient, or past experiences with the patient or others, or their own online or other research. Many surrogates invoked a "higher power" as paramount in determining the patient's outcome, taking precedence over science, medicine, or the judgment of any clinician. A patient's daughter said, I thank you all for providing me with all the information and . . . I . . . just, at this point, . . . I know you all are doin' all that you can, but um, there is a higher power and . . . my mom's still fightin' and that one in three chance, or that one in ten chance, those chances are given. I don't . . . I don't retain it. I won't . . . I won't receive it at this point.
For some surrogates, responses framed in religious terms or references to miracles reflected a different explanatory model of illness/recovery than the standard biomedical model. A small number of surrogates expressed or implied distrust of the ICU team, including a concern that clinicians sought to limit treatment to reduce use of costly intensive therapies, or a suggestion that the team itself was to blame for the poor prognosis. A patient's husband said, How long is it gonna be before everybody gives up and says, "Sorry, there's nothin' more we can do." What do you do? . . . When do you reach that point? . . . I know medicine is expensive uh . . . She's human, you know? . . . And uh, there's a dollars and cents mechanism for everything, you know. You know, Lord, I've had a company all my years and we made money, now we're broke, we made money, now we're broke and so on'n'so forth, but I never gave up.
Although most patients had been ventilated for a period of time far beyond the average duration of mechanical ventilation, it was common for surrogates to consider even general discussion of expected outcomes to be premature. As some put it, surrogates thought it was "too soon to give up." None shared an understanding of clinical milestones, such as placement of tracheotomy. Some expressed resentment or anger about being "rushed" or "pressured" to decide about continuation or limitation of intensive care. Whereas the SIT clinicians sought to discuss overall, long-term prospects, many surrogates seemed to prefer to focus on isolated, day-today developments, such as individual laboratory values or ventilator settings. As a physician began speaking of the patient having had "a pretty hard time of it," and suggesting the value of "stepping back" to "look at the big picture," a patient's sister responded:
Well, it's like I told the doctor last night, I'm thankful for all the little progresses he's made.
Some surrogates asserted themselves as optimistic, "positive," individuals regardless of circumstances. Many referred to unique attributes of their loved one that would allow this patient to overcome poor odds. Characterization of the patient as "a fighter" throughout life and against the illness, with unusual strength and "will to live," was most common. As one patient's mother said, For these surrogates, instinct, intuition, and even emotion seemed to deserve greater weight than science and logic in predicting the patient's outcome and shaping appropriate goals of treatment. When asked whether it would be helpful to hear information about clinicians' expectations for the future course of the patient's illness, a small number of surrogates openly stated a preference not to receive such information, or shifted the discussion to another topic, as in the following exchange: Meetings in this study also revealed the use of humor, which often seemed strained, by surrogates hearing distressing news about loved ones. Some surrogates became silent, perhaps implying that the emotional impact of the information was strong enough to delay a verbal response.
Characterization of Patient
Surrogates in 36 of 43 families (84%) spoke of attributes, accomplishments, or aspirations that characterized the patient as a person. These comments extended beyond capacities, such as strength and determination that would enable the patient to overcome odds against recovery, and beyond the patient's specific preferences with regard to life-support or end-of-life care. Typically, surrogates looked back across the patient's life before the illness, providing a broader, deeper sense of the personhood and value of the patient as an individual. Patients were often described in terms of relationships with others (i.e., ways that the patient interacted with and was perceived by family and friends were windows into the patient's identity). As illustrated in the following passage in which a mother speaks of her chronically critically ill daughter, discussion of the surrogate's own relationship with the patient conveyed not only the patient's unique qualities but also the significance of this type of narrative as a mechanism for surrogates to find meaning and comfort in the face of grief and loss:
We got along, you fight, you watch television, you eat, you go to the store. 
Consideration of Surrogate Role
Surrogates' comments reflected their awareness of the demands and the import of their decision-making role. Surrogates in 93% (40 of 43) of families in this sample spoke in terms that evidenced concern regarding this role. Some expressed feelings of burden and weariness as surrogates, especially after a series of difficult decisions over a prolonged hospitalization. Weighing use of intensive care therapies for ongoing critical illness, surrogates struggled to integrate information from various clinicians that, to some, seemed fragmented or inconsistent. They also struggled with a sense that their decisions, rather than the underlying critical illness, would primarily determine the patient's outcome. Thus, some surrogates characterized a decision to limit life support as an affirmative action on their part to "kill," "starve," or otherwise harm the patient, even though the medical team advised that the patient was deteriorating despite this therapy. Surrogates spoke of the guilt they would feel in the aftermath. Yet they also expressed concern that continuation of intensive care was causing patient suffering, for which they felt responsible. As the son of one patient said:
A friend o' mine told me this weekend, he said, "Don't be selfish you know and try and keep Mom forever and ever" . . . I don't want to see her suffer . . . so . . .like I told the doctor, I said, "I don't want to see [stammering] , I don't want to come Includes SIT-2 (n = 21) and subsequent SIT meetings (n = 6).
visiting her and just lookin' at her and, you know, on a vent." They told me everything and they said, "We could give her a trach" . . . . And I said, "Well, you know, I don't think she ever wanted to have a trach. . . . She wouldn't be able to talk," . . . And they gave me . . . all the choices and all the precautions, too. . . . But uh, you know, you want some kinda quality of life, even though we can do extraordinary things and extraordinary measures . . .it's still . . . you want to be able to talk to somebody. You want to be able to take 'em to the park and . . . do things like that. . . . I mean, do I want to put her in a cryogenic chamber or . . . You know? I think that you can't be that selfish a person, if they're suffering.
Conflict within the family about appropriate goals for the patient's care, particularly conflict between the surrogate and other family members, added burden and complexity to the role of surrogates. A patient's friend, who was his health care proxy, spoke of One definition of the surrogate's role that emerged from surrogates' comments in SIT meetings was to advocate aggressively and unequivocally for, not merely to weigh, the use of intensive care therapies. For most surrogates, however, the self-defined role was to give consideration to potential risks and benefits of treatment in accordance with the patient's specific preferences or broader values. Surrogates also seemed to believe that it was their responsibility to act in the patient's best interest. A patient's sister explained in her first meeting: "My whole thing is just to go through this process and try to be as informed as possible . . . so that I can relate it to my family and make the best decisions. . . ." In a later meeting, she commented, What I've been doing all this time . . . is trying to advocate for her and what would be in her best interest and how I believe that she would want.
Some surrogates spoke of a more passive role, deferring authority over the decision-making to God. As a patient's mother said:
I'm not one who believes in saying, "Take him off the respirator." . . . I . . . that's not the way I believe. . . . And that is probably not something I'll ever do. . . . It'll basically come down to . . . him and . . . Well, him and God. . . . I'm just not . . . I don't think it's my place to make that decision. That's my opinion. That's the way I feel. So, I don't think that's ever going to be something I'm going to be able to do. I mean, it . . . that's me. . . . Who's to say when you're supposed to have your last breath? I don't think there's any one designated person that makes that decision. Overall, surrogates in 77% (33 of 43) of families spoke about one or more sources of support as they sought to cope with their loved one's illness and with their responsibilities as the decision-making surrogate.
Mobilization of Support

Multiple Types of Responses by a Single Surrogate
Although our analysis identified distinct types of surrogate responses, we found that, almost universally, surrogates responded in more than one way, within or across SIT meetings. In fact, as shown in Table 5 , all but one of the six major types of responses we described were found within the same meeting in onethird of the SIT meetings we analyzed. A surrogate might be receptive to or solicit information about the patient's expected outcome, while expressing grief and looking to religious faith for strength to face a grim prognosis. Some surrogates responded in antithetical ways during the course of one meeting, or evolved from one type of response to a contrasting type over multiple meetings. The direction of these changes was not uniform, that is, a surrogate might begin by asking about the patient's prognosis but then deflect distressing information, or initially reject prognostication by the clinician while ultimately soliciting, accepting, and even expressing appreciation for it. We found expressions of receptivity and resistance to information by surrogates in half (19 of 39) the families during SIT-1 meetings and a third (9 of 27) during SIT-2 or subsequent SIT meetings. "Member checking" involved eight randomly selected family participants in the intervention group and 14 SIT clinicians (eight physicians, six nurse practitioners). Family members and clinicians at each study site affirmed that the analytic framework included and was limited to representative family responses.
Discussion
Surrogates and clinicians agree that information about patients' chronic critical illness and clinicians' expectations for survival, ventilator liberation, and cognitive and functional outcomes is relevant and important for decision-making about continuation of intensive care (8, 10) . In this study, observation of audio-recorded family meetings opened a new window into surrogates' responses to such information as clinical events unfolded in real time. Our analysis supported a typology of six dominant and distinct responses by surrogates, but also showed that individual surrogates often respond in multiple ways that may reinforce their capacity to integrate and act on information, or reflect ambivalence and internal conflict that complicate their decision-making role.
In prior studies, qualitative analysis of ICU family meetings has focused on communication by critical care physicians and their responses to concerns and emotions expressed by the family (21) (22) (23) . Other studies were based on structured interviews of surrogates in which research staff inquired about responses to information from ICU clinicians in meetings that were not directly observed (11, (24) (25) (26) . Our study illuminates patterns of responses by patient surrogates to information in the direct light of real-time recording, and in the shadow of ongoing dependence of a loved one on intensive care after acute critical illness. Recognition of themes that tend to manifest in surrogates' verbal responses to clinicians, and of the importance of attention to the emotional subtext of a clinician-family meeting, can help ensure that discussions meet surrogates' needs and that decision-making reflects the medical realities and the patient's values and preferences. The framework emerging from this study can also guide educators and investigators as well as clinicians toward communication approaches that are most likely to achieve these important goals.
Whereas physicians often tend to dominate discussions with families and focus on delivering information, our findings align with previous research and recommendations emphasizing fuller opportunities for families to speak while clinicians listen carefully and empathically (17, 22) . As they listen, clinicians can focus on family comments, anticipate and recognize statements within the range of expected responses in similar situations, consider the ways in which such responses may reflect strategies for family coping with psychological distress, and formulate more tailored approaches. Explicit expressions of empathy, such as "It sounds like the role of making decisions for your loved one is weighing heavily on you," or, "It must be difficult for you to hear that the ICU team is worried about the future for the person you love so much," or "I wish the team was more optimistic about what is likely to happen," (22) are generally helpful in modulating emotions so that surrogates are better able to absorb and act on information.
What families and other surrogates hear, absorb, and use for decision-making is influenced at least as much by their own distinctive psychology as their interpersonal relationships with the patient, family members, and health care team. This may be especially true when the emotional tensions and exhaustion from a loved one's illness continue over a prolonged period, as with chronic critical illness. Adding further complexity, our findings indicate that the same surrogate may respond in different ways in a single discussion, including responses that may superficially seem inconsistent, such as receptivity to information together with deflection of it. Like patients struggling to come to terms with an unfavorable or uncertain prognosis, surrogates may also "swing on a pendulum" of prognostic awareness (27) , rather than integrate the information more consistently. Some surrogates are aware of their own ambivalence toward prognostic information, although they find it difficult to resolve the internal tension (11) . Surrogates also have their own needs, which potentially shift attention between the patients and themselves.
Our findings should be interpreted in light of the study's limitations. It is possible that surrogates who declined to be audiorecorded are different from those we recorded. In addition, all participants in this study were among those who consented to participate in the larger randomized trial, in which the overall consent rate was 69.9%. Although palliative care clinicians led the meetings conducted in this study, they did not provide full palliative care consultations and may have approached these contentguided meetings differently than in their usual practice; surrogates' responses in the context of such consultations might be different from those in SIT meetings. Surrogate responses to clinicians who are not palliative care specialists might also be different. Reported frequencies and proportions should be interpreted with caution in this qualitative study. Although the study comprised four sites, they were in two geographic regions. However, our study has important strengths. First, generalizability of our findings is enhanced by the diverse composition of our cohort. Second, thematic saturation was achieved during the time period of this study (19) . Finally, we drew on the expertise of an interprofessional team to develop and refine the coding framework through a rigorous process, required agreement among multiple coders, and conducted "member checking" (19) to confirm our analytic framework.
Conclusions
Qualitative analysis of real-time, contentguided, communications between palliative care specialists and families of the chronically critically ill has identified a spectrum of responses by family surrogates to information about the condition and prognosis of patients, ranging from receptivity to deflection or rejection, and mobilization of support. Recognition of these themes may help all clinicians better communicate their support to patients and families facing chronic critical illness, and guide the development and evaluation of strategies and interventions to support surrogates caring for a loved one in the ICU. n Author disclosures are available with the text of this article at www.atsjournals.org.
